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PRE Tf?lC‘Z

The term transition. used in the contest of adolescence. refers to the movement ot voung patients
trom pediatric, or child-centered care, to the adult health service. It is important to provide an
overview of the principles involved so that physicians may review their services tor relevance
and acceptability in meeting the difficulties which may occur during this period ot adjustment.

This document contains information about the medical transition of vouth with disabilities” from
child-centered to adult health care. The generic characteristics and needs ot voung people with
long-term illnesses and disabilities are especiaily emphasized. Guidance is provided for
appropriate health care ot the adolescent during the transition process, tor the development ot
transition programs, and for the preparation ot phvsicians who wish to provide health care tor
this papulation group.

e intended audience is phyvsicians in both the public and private sectors who provide services
tor adolescents and their tamilies. This includes pediatricians, tamily practitioners, speaalists in
adolescent medicine, internists, and their colleagues in other specialty fields. This material should
also be usetal intormation for providers in other health disciplines such as psvehology, nursing,
~octal work and nutrition, and professionals who provide related services, such as special
education personnel and child development specialists. It is hoped that administrators and
program managers mav also find this intormation helptul.

The document mav offer intormation tor new program development or mav serve as a measure
ot comprehensiveness and appropriateness ot services tor programs already in existence.

This document is not intended to be a definitive textbook on adolescence, nor does it not provide
requirements, standards, or regulations tor the clinical care of voung people with disabilities.
Instes 4, itis hoped that the generic nature of this guidance will encourage physicians i various
specialties to develop more specitic recommendations appropriate to the unique needs ot their
oo patient populations.

The Maternal and Child Health Burcau (MCHB) has developed this document within the contest
of tamilv-centered. communitv-based. coordinated and culturally competent care.

The challenee to formulate appropriate health services betore, during, and atter transition has not
fal ¢

been tullv explored or implemented. It is hoped that this document will both stimulate transition

ctorts and clarity some ot the issues involved.

Audrey H. Nora, M.D.

Acting Director

Maternal and Child Health Bureau
Summer 1992

horegeditont Hus dectonent sondh coith disabalifies encompasses all adolescents and e people weith
Cironc dlinesses and other pingsical and niental conditions i are semetimes veterved toas voutiz eith
~pecntl siceds.
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INTRODUCTION.

Purpose

73 increase provider awareness and encourage
the transition of vouth with disabilities from
child-centered to adult-oriented care and to
place this transition within the context of overall
adolescent development.

‘75 improve health care and medical services
tor adolescents with special health care needs
Juring the process ot transition.

¢ Jo assure that the essential elements ot health
care are available to voung people as thev move
trom child-centered programs to adult-oriented
services.

76 promote the principle ot uninterrupted and
coordinated medical ~ervices during this critical
period of change.

Target
Audierce

I'his document is directed primartly to those
physicians who are responsibie tor the health
and medical care or voung people with
disabilities or chronic illness during the
transttion period. These physicians are usually
pediatricians. internists, familv physicians.,
abstetricians svnecologists, psvchiatrists, and
specialists in adolescent medicine. This does not
exclude physicians in other specialized medical
frields whose mvolvement is vital but occurs at
less rrequent mtervals. All physicians may
benetit from an overview of the principles ot
transition and existing methods ot
implementing <ervices during the process.

“Moving On” will have equal apphcation to the
public and private ~scctors, and be relevant ter
developing transitional medical health services
m academic settines, health maintenance
argantzatons and private practice.

Scope

It is tempting to discuss the multiple tactors
which influence adolescent adjustment,
particularly for those voung people with chronic
illnesses and disabilities who require support
from a variety of educational, vocational, and
social services in addition to planned health
care. However, this document will concentrate
onlv on those areas which are directly

concerned with the provision of health and
medical care.

Developmental needs and the relevant
responses from health care services torma
central theme for this document. Adolescents
with disabilities or chronic illness have
essentially the same behaviors and preferences
as their peers without disabilities and must,
theretore, be otfered the same individual
consideration; this is over and above the
specialized medical services necessary to
address the particular health care needs related
to their illness or disability

The medical contribution to successtul health
care transition must include planning,
coordination, and direct involvement ot the
adolescent and the tamily. Protessional
communication across the potential gap in
services is of the utmost importance it
continuity ot care is to be assured. The
substantive components of medical transition
must include the continuous provision of
comprehensive primary care and the prompt
attention to complications and intercurrent
ilinesses.

In this document, reterence is made to the
“generic” nature of problems experienced by
vouth with disabilities. This term is mtended to
acknowledge that there are needs which are
experienced universaliv by adolescents with
chronic illness or disabilities, regardless ot thetr
medical diagnoses or categorization. It is the
goal of the document to address these broad
needs and show how the deleterious etfoct ot
these shared difficultios can be reduced

~
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All adolescents should have the opportunity to
reach their full adult potential.

he prospect of transition trom child-

centered to adult-based health services
raises manv issues and concerns tor adolescents.
their tamilies, and their care providers.

The health problems of adult lite are usually not
discussed with voung children direetly, even
when they are exposed to such situations within
the tamilv: any necessarv phvsical care and
advice is provided with the parent serving as
intermediary. As children mature, thev need
direet personal services in these areas, and these
must be available as part of ongoing routine
health care. It s not possible to cover all these
issties in a child-centered setting. However.
adult services have the capacity to address the
problems of grown up people with a vanety of
problems including weight control. sexualhity.
tamily plannmg,. sexually transmitted diseases.
prenatal care. marital upheavals or depressions.

The terms “child-centered ™ and “pediatric,” as
used in this document. are intended to denote
the main focus ot care which mav be the child,
the adolescent, or the adult and are not meant to
mplv that all child-centered care is provided by
pediatricians.

While somie heatth care professionals as well as
tamilies teel there is no need tor such a change.
the rationale tor what mav be perceived asa
mator upheaval is justitied as follows:

Benefits
of Transition

Full Participation
in Society

Al adolescents should have the opportunity to
reach thewr full adult potential and should
recerve the support which enables them to do <o
The transition to adult health care is an
important part of the overall transition to
adulthood. Continued child-centered care mav
convev an unintended message about the future.
and mav aftect the attainment ot appropriate
adolescent independence. In an age-appropriate
setting. however, voung people are more likely
to become mature, to dovelop a sense of
responsibility, and demonstrate adult behavior.

Transition services that include training in
decision-making skills, assertiveness, and selt-
advocacy assist and empower adolescents to be
in control of therr own health care. This process,
which mvolves a partnership with their tamibes
and health care providers, can turther empower
adolescents to seek indL‘PL'ndL‘nL’c in other
aspects of their lives

ERIC $
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A Positive Future

Ihe transition to adulthood acknowledges that
there is a tuture tor the adolescent despite o
disabling condition and provides a powertul
~tatement of contidence and a positive
commitinent to living,.

Age-Appropriate Care

Young adults need health care that is based on
therr total needs which include such issues as
health promotion, nutrition, and senutality,
Adult-oriented care, not child-centered care, is
most appropriate tor adult patients. Compiiance
v improved when treatment plans are
appropriate tor both chronological age and
developmental level relevant care in the adult
scctor is more likely to provide treatment
schedules that are suited to the needs of voung,
adults. Thus,

New Challenges
for Providers

Providing transitional health care for vouth with
disabilities presents a unigque opportunity for
srotesstonal development. Both child-oriented
and adult-centered providers must be invoived
in the transition process if it is to be successful.
Pediatric statf can share their knowledge of both
medical and developmental management with
~taff in the new setting; adult providers can be
ullyv updated on the care of childhood
conditions so that they can eventually assume
care ot voung adults with diverse chronic
conditions. Adult providers must become
~killed in managing a group ot conditions which
were once considered to be exclusive to
cildhood. This collaboration enhances the
»rotesstonal development ot all participants
through increased contacts with a broader
actwork ot colleagues (Gobel 1988). Both
pediatricians and adult care physicians will
benefit from this

complications may be
identified carly and
appropriate measures
taken.

A transition program
provides a process
where adolescent and
vouny adult concerns
e legal status,

vocational training,

E

cimplovment, ana
independent living)
mav be addressed.
Finallv, if no
alternative plan is
ottered. voung people
mav be lost to the
<vstem and tail to seck

- e e,

anv heaith care exeept
N CMETEENCY 0T CTists
<ttuations, Formal
connections with the
adult health care
~vstem help to ensure aceeptable, and. theretore
regular health care. Otherwise health care mav
be reduced to crisis management or eprsodic
CMergency room encounters.

interaction. At adolescence,
services must be age-
appropriate and
pediatricians should still be
able to deal with problems
as thev arise. However,
during adulithood,
pediatricians are not the
most approprintc pro\'idurs
as the health problems
encountered are likelv to be
bevond the scope ot a
child-contered
cnvironment.

Young adults need health care that is based on
their total needs including health promotion,
nutrition, and sexuality.

“Twant to live like other teens.”
...15-year-old youth

Q
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ADOLESCENTS: |
MORE ALIKF THAN DIFFERENT

Although adolescents and voung adults with
disabilities have varving needs, they have much
in common with their peers who have no
disabilities. Independence, peer relationships,
and sexuality are major concerns for voung
people regardless of their health status. Normal
developmental needs and transitions
experienced by vouth without disabilities also
affect the lives of vouth with disabilities and
chronic illnesses (Blum, 198, The timing of
some developmental tasks mayv be different,
occurring carlier or later, for adolescents with
certamn medical conditions.

MurrtiPLE TRANSITIONS
OF YourH

Most adolescents experic nee several transitions:
from home to community : from family to peers;
and from school to work. Some transitions
involve a complete break with the past, while
others incorporate parts of the past into a new
life. For example, tew adults continue to see
pediatricians after establishing themselves in the
adult health care svstem (Council on Child and
Adolescent Health, 1988). In contrast, most
vouth continue to maintain close relationships
with their parents even when thev develop
strong identification with their peers and later
start their own tamilies.

Adolescents often go through these multiple
transitions simultancously, and health status can
have a major impact on all transitions.
Therefore, transition to adult health care should
be clearlv linked to other aspects of the
transition to adult life (Allen, 1985).

Any transition from one situation to another
should involve planning and assessment. It is
important to define goals, sct objectives,
examine the options. and make choices. Change
often involves trial and crror, success and
tailure. Assessing the ettect of the change s an
important part of the process.

: CURRENT TRANSITION EFFORTS

Transition trom child-oriented health care mav
proceed smoothly or be quite difficult, but it will
oceur... by design or default. 1deally, transition
tor voung prople with special health needs
begins in earlyv adolescence and continues unfil
the adolescent is firmly established in the adult
health care svstem (Schidlow and Fiel, 1990,
Transition should occur according to a
preconceived plan which is individualized and
responsive to the needs of the voung person and
the family. Preparation is essential, as is the
involvement and collaboration of the voung
person. the tamily, and the relevant medical
providers.

At present, transition from child-based to adult-
oriented health care proceeds more by inertia
than by intention. Organization and planning
for transition are tvpically lacking except m
programs which have specialized adolescent
resources, and there is little uniformity in the
services provided to adolescents and voung
aduits with special health care needs. Many
voung adults continue to receive pediatric care
in child-oriented setting~. While this may
include special provisions for adolescents or
involve specialists in adolescent medicine.
transition to the adult sector is slow to take
place. However. although this transition is
occasionally tormalized as a comprehensive
transiton plan tagain, sometimes involving
specialists in adolescent medicine), more otten it
is an informal arrangement among, providers in
pediatrics and colleagues in adult medicine.
When transter to adult-ortented care 1s delaved,
adolescents and voung adults may teave child-
based care without any planned reterral to the
adult health care svstem. At such times, care
becomes episadic, special needs are neglected.
and primary care is ignored.
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GENERIC HEALTH NEEDS OF

: s

ADOLESCENTS DURING TRANSITION,

3

I n order that physicians may appreciate

the dimensions of transition, an overview
of the individual health care needs ot
adolescents is provided. Al health services and
adaptations o the svstem must relate to these
basic needs shared by all adolescents. Attention
to these needs is especiallv mmportant tor vouth
with disabilities.

Primary Health
Care Needs

Though frequently considered to be unusually
healthy, all adolescents have a variety of health
care problems and concerns and thus have
distinctive health care requirements. Some are
age-related. while others are related to their
inclination toward risky behaviors and
experimentation. I'xamples ot other primary
health care needs include dental problems,
changes in vision, skin conditions, respiratory
and other intections. Adolescents tend to
underreport svmptoms, under use health care
services, and to be skeptical of the health care
svstent As a result. medical problems may go
undiagnosed or untreated  Because vouth with
disabilities will share manv ot the s<ame health
care concerns with their peers, and because
these aspects of primary care of vouth with
special health care needs are trequently ignored,
special attention must be paid to assuring that
these issues are integrated into the transition
care plan.

Profile of Readiness

Phyvsical growth, sexual maturation, and
psvchosocial development are ell crucial aspects
ot adolescence. Growth and development
<hould contmue to be monitored closelv. For
~ome adolescents with chronie conditions.
developmental processes mav be delayved or
occur carlv. It is especially important to make an
carlv identitication of those adolescents who are
not reaching age-appropriate milestones. The
individual's readiness for transition to adult
health care services and the timing to initiate
this process will depend verv much on the
evaluation ot biological and psychosocial
maturity.

Nutrition & Fitness

All adolescents are at nutritional risk. Chronic
conditions mav be exacerbated by nutritional
deticieney te.g., intlammatory bowel discase),
nutritional excess te.g., activitv-limiting or
whecelchair conaitions), or nutritional
indiscretion te.g., diabetes mellitus). Weight
concerns are common, especially among voung
grrls, and mav interfere with assuring adequate
nutrition (\Moses, Banilivy & Litshits, 1984
Casper & Offer. 1990). Anoresia nervosa and
bulimia nervosa, while les common, do occur.
N utritional assessment should be integral to the
care ot adolescents whose conditions are
compromised by poor cating habits. Eating
dicorders, which can be fatal, should be

i\ estivated aggressivelv when suspected.
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Discussion of fitness and exercise should
complement any nutritional discussion as the
benetits tor vouth with disabilities are the same
as tor all others. Physical fitness should be a
goal, and appropriate exercise encouraged tor
all adolescents.

Sexuality

Adolescence is also a time of emerging sezuality;
most vouth have their first sexual intercourse
before age 18 (Hotferth, Kahn & Baldwin, 1987).
Sexuality is also an important concern tor
adotescents with a chronic condition. Despite
illness or disability, they mav become sexually
active and are thus vulnerable to all of the
consequences of sexual activity, including
seaually transmitted diseases, HIV intection,
abuse, and pregnancy. routh with disabilities
may perceive themselves to be unattractive or

“I'm 21 years old and no one has
ever talked to me about sex. 1
don't even know if I can have a
child and I never felt comfortable
asking.”

...Young college student with spina bifida

seaually immature and this selt-assessment mav
be reflected in their behavior: self-doubts about
seauality mav result inavoidance ot intimate
relationships, or on the other hand mav heighten
interest in sexual experimentation.

Adolescents with chronic health conditions are
less likely than their peers to receive sex
education, and they rarely receive sex education
which is specific to their condition (Nemstein
and Katz, 1986; Thornton, 1981, This
information must be provided to adolescents
with special needs, accompanied by candid
discussion of the specitic risks thev mav tace.
Lack of information mayv cause adolescents wvith
disabilities to become vulnerable to sexual
evploitation and victimization. € ontraceptive
counseling should be ottered when appropriate,
and explicit intformation on the vital role ot

condoms in discase prevention should be
provided routmelv.

Substance Use

Substance use and abuse 1« ancther high risk
behavior that is prevalent in adolescents. Data
from the National High School Senior surves
sugeest that aleohol use is widespread among
vouth, over one-third of adolescents smoke
regularly, and more than half have at least
experimented with anillicit drug tlohnston,
194,

While comparable data are not available
speciticallv tor chronically il vouth, it is Tikelv
that their behavior would be the same. They
Jiould be counseled about the hazards ot
substance abuse, and in particular. cautioned
when substance use compromises the care of
their specific conditions (e.g., persons with
cvstic fibrosis who smoke marijuanat.

Psychosocial Needs

While it was once believed that chronmeallvill
vouth were at increased risk for serious
emotional illness, it s now recognized that
depression and similar conditions probably
occur no more frequently in adolescents with

“My teenage daugliter comes
home from school every day with
nothing to do. Friends and fun are
what she needs.”. .. Parent

chronic conditions than in other adolescents
(Cappelli, McGrath, Heick, MacDonald.
Feldman, & Rowe, 1989), Stll vouth with
chronic illnesses or disabilities have a varietyv o
psvchosocial needs that should be adaressed.
Health care tor adolescents with chronie
condittons should iclua » screcenming tor
psvehosodial maladiustment. Paradonicallv.




Q

ERIC

Aruitoxt provided by Eic:

psvchosocial ceaceras appear to be greatest m
adolescents with the feast visible and limiting
conditions O\ eAnarney, Pless, Satterwhite &
Friedman, 974 Hodgman, MeAnarnevy, Myers,
Iker. MeKinnev, Parmelece. Schuster & Tutihasi,
1979; Jessop and Stein, TUS3),

Social isolation 1= a common experience tor
manv chronically ill vouthwho feel stigmatized
by their condition, and find it ditficult to
develop and maintain triendships and have little
opportunity to develop social skills. Likewise,
self-esteent mav be low, particularly when an
adolescent’s condition signiticantly limits their
ability to participate in valued activitios.

As adolescence continues. vouth with chronie
conditions mav remain overly dependent on
parents and other tamilv members and mav be
slow in developing appropriate selt-reliance.
Health endangering behaviors, such as sexual
o\pcrimontntiun and substance use, mav e an
adolescent’'s onlv means ot asserting
mdependence and experimenting with new
roles. Amongst all adolescents, suicide remains
the third leading cause ot death; theretore,
providers should be alert to this possibility and
identine adolescents who mav be at highest risk.
Young people who have survived critical
episodes ot illness mav have a marked
sensitivity about death and dving,

Injuries remain the predominant cause ot
adolescent deaths. Adolescents should be
counscled on personal satety, including the
recular use ot seat belts. Ixcessive risk-taking
<hould be identitied and addressed.

Additional Needs

Adolescents entering adulthood have a variety
ot other needs during transition, which include
cducational, vocational, or rehabilitation
requirements. Concerns about financial matters,
transportation, and preparation tor independent
lIiving are frequently expressed. Lack ot
appropriate services to address these needs
delavs the beginning ot independent
tunctionmg. While in some settings it mav not
be the responsibility ot health care providers to
address these issues, providers should
nevertheless ensure that timelv, comprehensive

~

services are available and reterrals are made
when necessarv. It is essential to establish o
climate within the medical setting which
cncourages voung persens to bring these
concerns to light; vouth need to teel comtortable
betore asking questions about personal matters

Self-Care &
Empowerment

Adolescents should gradually take on the
responsibility tor health care previously
assuned by their parents and other tamilv
members. They should become increasmglv
independent in meeting their dailv needs and
managing their own medicat conditions. Young

“As you develop...you really want
to talk to the doctors yourself. I
know that at first they only
wanted to talk to my parents. I
was glad when someone finally
talked to me and explained twhat
was going on. I know this is ny

disease and my responsibility.”
-..Older adolescent

adults need to be mereasingly involved in the
review and modification ot their care plans. and
should become contident to express their
opinions about the timing and methods ot
investigations and treatment. This assertion of
personal views is usually a new experience, and
the adolescent mav teel initially apprehensive.
This 1~ precisely why planning tor transition
<hould not be left to the eleventh hour. TEwill be
difficult for some voung people to realize that
thev have a right to mtluence their care through
participation in discussions with their providers.
Fventually, however. they learn that their views
arc welcomed and respedted. Acquiring a sense
ot control over their medical management can
empower voung people and allow them to view
their health care as less rigid and flexible
enough to match therr chosen litestvles. THealth




protessionals should be prepared to allow
increased empowerment, and should foster the
voung person’s ability to make choices and
“assume some control over their situations.

Iimportance
of Information

Moving into a new situation gives rise to many
questions and uncertainties. When these
Jquestions remain unanswered, adolescents in
the midst of transition mayv continue to feel
unclear about the implications of their future
health care. There will be questions about their
illness related to prognosis, limitations of
activity, the logistics of the new service plan,
and the availability ot other resources tor both
health maintenance and emergencies.

Having been accustomed to a certain stvle of
care as a vounger child, even a slight
moditication of the routine may be interpreted
as a reduction of care and attention. This
apprehension, even when unfounded, may
detract from the whole familyv's attitude toward
transition.

Al 16, Alison needed to
understand why surgerv was
necessarv.

The Need To Talk

As the time for transition approaches,
adolescents mav want to talk about their
reaction to these new arrangements The need to
ventilate feelings mav not be expressed directlv:
otill the change of health care providers and
different medical routines may be perceived as
the loss of the safetv net which supports their
medical condition.

Relationships between teenagers and parents
mayv have become strained as adolescence
progresses, and there is a heightened drive for
independence. However, when adolescents
realize that the parental rele in health care will
be gradually diminished, they mayv teel insecure
and inadequately prepared to take on this
responsibility. Parents, too, mayv teel hesitant
about relinquishing their protective role.

“I'm not certain when I should

stop being the concerned parent
and let my son learn to become

more independent.” ...Perent

Q
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P‘KO‘V!‘D[N(J SERVICES WITH INTHE

HEALTH CARE S VSTEM

here are many obstacles to transition

I from pediatric to adult health care for
adolescents with special health care needs
tCameron, 1983), Perhaps the greatest difticulty
1~ that ot “recognizing a need for change in the
context ot chronicity”; that is to sav. when
managing a long-term medical conditionin a
program which 1~ workme well, why not leave
well enough alone? (Hull and Hall, 1988).
Iroviders, vouth, and their tamilies are
~ometimes <o absorbed in the routines and
Jemands ot dailv living that thev do not alwavs
recognize the need tor a new approach until a
crisis ocecurs. Other barriers include:

General Resistance
to Change

Many voung people. tamilies, and providers
tend to believe that what has been satistactoryv m
the past wiil continue to be etfective indetinitely.
Close bonds otten are tormed among health care
practitioners. voung people, and therr tamilies
especially when life threatening illnesses are
involved. When service svstems change, these
links mav be weakened. Y oung people and their
tamilies mav be satistied with their care and feel
~ate in the child-oriented setting and may be
atraid to move to an untanuliar adult-oriented
~etting. During this time. parent advocacy
aroups could be supportive by focusing
attention or the benetits of health transition, and
helping voung people and their tamulies to begm
plannmy tor their move to the adult world.

9

Financing Services

Financing health care and related services
continues to be a problem. Manyv vouth are
uninsured or underinsured. The numerous
<ources of financing are otten contusing, and
tamilies become trustrated in their search tor
adequate health care coverage. For some

“I have a disability which
requires medication costing
$800.00 per month. It’s under
control and I did well in college.
I just graduated from business
school summa cum laude. I'm
having a hard time finding a job
because businesses don't want
to add me to their health
insurance. I don't know whether
to be honest and tell themn about

my condition or lie...”
..Midwest college graduate, 1990

adolescents, there mayv be limited provisions tor
“in hospital” care, and for others primary health
care services mav not be reimbursed in tull.
Insurance companies may offer more complete
coverage tor institutional care than they give for
the ~same services provided in the community or
in the home. Health care tor children is nermaliv
covered by parents’ msurance policies or public
programs. This coverage, however, is otten less
than adequate. The situation worsens when
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voung adults lose this tamily coverage and
cannot find new insurance plane. tor themselves
due to pre-enisting condition clauses, lack ot
emplovment benetits, or inadequate public
programs to serve the adult population
(Melanus, 1984,

While the tinancimg ot community-based care
has not been rullv implemented. many options
have been studied. Expanded Medicaid
coverage, the use of Medicaid warvers, fong-
term care insurance. and State risk pools are
some alternatives. Further development of
financial options tor adolescents and voung
adults is urgently needed. It is hoped that somwe
torm of universal health insurance will be
introduced which will increase access, and
provide mofe complete coverage for the health
and medical needs ot voung people Various
proposals tor retorm of the health care svstem
have been itroduced in Congress including
recommendations by the American Academy ot
PPediatrics. As the cost of medical care continues
to escalate, proy iston of tunds to support
programs to provide this care is a concomitant
factor if services are to be available tor all
adolescents.

Professional Issues

Some pediatricians mav be
reluctant to transter care to
adult practitioners.
Pediatricians have. m the past.
cared tor adolescents and
voung adults who have
conditions that were rarely
sceen inaduit practice. Some.,
theretore, believe that adult
providers cannot be
appruprintc caregivers tor these
voung people.

Adult practitioners mav be
unwilling to assume medical
responsibility tor vouth with
disabilities. They mav teel
unprepared to manage certam
conditions. or mav not have the

needed time-mtensive care. Additionally. they
mav fack the tacilities and resources to provide
appropriate services,

System Issues

Because adolescents and vouny adulis with
chromg illnesses or disabilities have only
recentiy been recognized by service dehvery
svstemis, no standards exist to guide the
planning and evaluating of transition services
tCapelli. MacDonald, & MeGrath, 198,
Providers and programs that do ofter transition
~ervices are otten isolated trom cach other and
lack the opportunity to share their experiences
We have vet to identity all the various modeis
and program characteristics which give the best
resuits Evaluation ot health status outcomes
and the relationship e other variables is also
mcomplete.

motivation to provide the

Health care providers spent time working with Alison to
ensure that she understood the procedure.

10
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ADAPTATION, OF SERVICES

PRINCIPLES OF
TrRANSITION CARE

Transition As a Process,
Not an Event

Transition should permit a gradual itroduction
to the adult health care setting whiie
maintaining the security ot fanuliar child-
centered care. Adolescents have varving needs.
and the process must allow tlenithty to meet
mdividual requirements. Ongoing assessment
allows maodification of the care plan in response
to changes in health status, care needs.
tunctional ability, and new advances m therapy.
Both child-centered and adult-oriented
providers should be involved in planning tor
transition and monitoring its progress,

Individually Timed
Transition

The biological. psvehological, and social charees
ot adolescence are variable in their timing and
progression. Transition should oceur when
adolescents and their tamilies are readv and
prepared for it Currently, there s no simple tool
to evaluate transition readimess. However,
health care providers can deternune individual
readiness using criteria such as medical status,
developmental level, emotional stability,
knowledge of the disease process, success at
welf-care, and assumption ot other adult
responsibilities. 1t is helptul to establish an age
atwhich all adolescents will be assessed tor
transition readiness. In this wav, the chanee ol
this evaluation being overlooked will be
minimized. At some point, the care must be
transterred.

11

Eventual Transition From
Child-Centered Care to
Adult Care Is the Premise
on Which All Care Is
Based

The concept of transition should be mtroduced
caily, allowing all participants to become
accustomed to the idea that health care will
eventuallyv be provided in the adult setting. 1t s
unreaistic to expect adolescents, their tamilies,
or health care providers to accept transition it it
is introduced with little warning or during a
time of crisis.

“It never occurred to me that my
danghter would grow up. When
our pediatrician suggested we
begin planning for the future, I
was initially apprehensive.
Looking back, I can see that it
helped our family tc be
supportive of our daughfer’s
move to a more independent
lifestyle.”

...Mother of a 24-year-old young woman who
has epilepsy

Care Coordination Is
an Essential Element of
Transition

A care plan should be developed to detine the
sequence of events durnng transition. One
person should be responsible tor coordinating
all health care and related services, This contadt
person will have an increasimglv impaortant role
as transition proceeds and responsibility tor care
i~ extended throug! ont both the child-centered




1s extended throughout both the child-centered
and adult health care svstems. Coordinated
transition efforts take time. effort, and the
collaboration of manyv protessional disciplines in
both the child-centered and adult svstems.

Youth. their tamilies, and national consumer
organizations must work together with
providers and public and private agencies to
foster a commitment to transition services.

MAjor COMPONENTS
OF TRANSITION CARE

Primary & Preventive Care

Too often, adolescents with chronic conditions
get exemplary care for their specific illness or
disability but little or no preventive health care
or health supervision (Palfrev, Levy & Gilbert,
1980; Carroll, Massarelli, Opzoomer, Pekeles,
Pedneault, Frappier, & Onetto, 1983).
Immunizations mayv be overlooked,
recommended health screening, is not
performed, and little attention 1s paid to
developmental progress.

This neglect can be exacerbated if transition
planning doces not explicitly include continuing
primary care which can be provided by a tamily
practitioner, a primary care internist, an
adolescent medicine specialist, or by an internal
medicine subspecialist committed to primary
care (Aiken, Lewis, Craig. Mendenhall, Blendon
& Rogers, 1979: Goldberg & Dietrich, 19851

In situations where the medical condition is
stable, frequent visits to the specialist are not
usually indicated. However, regular contacts
with the primary care physician may give an
2arly warning of medical deterioration or
complications. Sometimes the primary provider
becomes the care coordinator and advocate.

Adolescents must have individual care plans
which ideallv are initiated prior to transition
trom child-centered services and carries them
through transition to an established place in the
adult health care svstem. The plan should bea
collaborative cffort with stated goals and allow
for changes and modifications; it should be
accompanied by a protile ot the adolescent and
the tamilv stating strengths and limitations.

Assessment of
Psychosocial Needs

Primary care contacts provide an opportunity to
assess the adolescent’s adjustment to their
environment and pinpoint any problems that
mav compronise a sense of well-being and
ability to function well. It is a charce to discover
more about the familv background, peer
relationships. and the adolescent’s plans tor
further education, vocational training. or work.

The primary care setting is an appropriate place
to explore with the voung person any problems
related to sexual identity and activity, substance
use, feelings of social isolation, depression, or
rejection by peers. Relationships with parents
and siblings are often a source of concern and
frustration.

Health Education

Knowledge does not guarantee good health
habits. However, lack of information, or
misintormation, will almost certainlyv intertere
with the achievement of goals in the treatment
plan. and the development of health-enhancing
behaviors. General and condition-specific health
information should be provided to adolescents.
Education should be developmentally
appropriate and vouth-oriented. It should retlect
adolescents” more mature cognitive abilities,
their capacity tor learning new skills, and thar
evolving svstem of values.

Health intormation should be presented as the
toundation tor a more independent lite-style.
Much ot the information will be consistent with
material provided previously. However. carlier
educational eftorts were directed to parents.
Adolescents and voung adults should be
encouraged and assisted to become informed
and effectiv e participants in their own health
care. For example, tor adolescents with inherited
conditions, genetic counseling probably was
oftered to parents i the context of the parent’s
own tamilv planning. Genetic counseling now
must be ottered expheitly to the adolescent with
a view to improving their ability to make
intormed decisions and choices.

The choice of the individual responsible tor
providing health education depends in part
upon the available staft. It 1s advisable to have

i
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definite teaching commitments trom the
individuals who will cover those important
topics ~o that the information is sure to be
conveved. Health educators are able to provide
group sessions, and many public health nurses
are skilled in this field: representatives of
national consumer and parent groups mav also
offer assistance.

Preparation for Self-Care

As soon as possible, adolescents with disabilities
should be encouraged to participate as tully as
possible in their own care. This means providing,
patients with complete, age-appropriate,
understandable explanations ot their medical
conaitions, and tull intormation about
diagnostic and therapeutic procedures to be
pertormed. Ht olso includes asking even voung
patients. along with their tamilies, to consent to
medical and surgical procedures. Additionally,
adolescents should participate in decisions
about diagnostic assessments, treatment plans,
and other care. Parents and families should be
helped to appreciate this gradual transfer of
responsibility so that thev will support and
reintorce this coneept.

Providers should negotiate health care treatment

plans with adolescents, taking into account their
preferences and life-styvles. In some cases, the
phvsician will need to accept less than ideal

13+
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torms ot care when the adolescent is non-
compliant with a conventional treatment plon
that he tinds to be unrealistic, excessive, or
aversive. Health care providers need to accept
that multiple approaches exist tor any given
problem and must be willing, when necessary,
to trade their concept of “ideal™ care for
acceptable treatment that acknowledges the
priorities and desires of adolescents (Coupeyv &
Cohen, 1984).

Other Factors Which
Create More Responsive
Transition Services

. RELATING TO THE ADOLESCENT
_ AND YOUNG ADULT

Physicians who care for voung people should
appreciate the wav in which adolescents prefer
to relate to their health protessionals.
Adolescents generally should be seen by
themselves, in a relaxed environment, where
th-eir confidentiality can be respected. Care
providers should not be surprised to encounter
health compromising attitudes tyvpical of all
voung people reflecting normal adolescent
ambivalence. The protessional should be tactual
and non-judgmental when information is
questioned or challenged.

Providers should encourage voung adults to
participate actively in developing their own care
plan. All issues introduced by the adolescent
should be taken seriously even when they
appear to be inconsequential or of minor
significance. Frequently, the apparently minor
nature of these personal coneerns obscures their
real importance to the adolescent; such
problems must be dealt with before more
~erious issues can be tullv ad 'ressed. Moreover,
health care providers can enhance their
credibility by the understanding and successtul
management of an adolescent’s more
commonplace complaints such as menstrual
Ccramps Or acne.

.';
n
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Protessional relationships with adolescents
require a pragnictic approach and «killed
communication technigues. Previously,
discussion was probably directed to parents. so
that voung adults have had little experience in
communicating with their health care provider.
Providers must be patient and allow time for the
adolescents to express themselves,
Confidentiality boundaries should be
established at the beginning of the relationship.
When discussing sensitive or personal subjects.
providers must be open-minded and non-
judgemental of adolescent values. There is a
need for direct communication throughout
childhood and adolescence.

Sensitivity is needed in the . erpretation of
medical intormation, for eftective counseling, as
well as tor all discussions of care and
management. Adherence to treatment plans is
likelv to be greater when information i-
understood. dialogue is encouraged, the
provider demonstrates a genuine interest and
concern for the voung person, and is willing to
minimize the number of ground rules. The aim
ot the provider will be to create an environment
that invites questions and comments from the
voung person.

: \
: PREPARING ADOLESCENTS AND
"THEIR FAMILIES FOR TRANSITION

Regardless ot health status, adolescents should
be expected to become adualts and assume adult
responsibilities. Of the multiple transitions of
adolescence, transition to adult health care is an
especiallv important milestone in the successtul
passage to adutthood. Parents experience
transition concurrently; as thev graduallv
relinquish responsibilitios tor their children's
health care. thev are able to move to a new
pnase in their own lives. Adolescents and their
tamilies have various needs and expectations
during this process.

INFORMATION ABOUT THE
Apurt HEALTH CARE SYSTEM
AND How IT FUNCTIONS

Helping vouth gain access to and understanding
of the adult service svstem is crucial.
Adolescents and their tamilies need to be
assured that thev will move on to other services.
and that thev are not being “abandoned™ by
their previous providers. They need to know
that they will receive high quality care in the
adult svstem. Detailed intormation on primar
care, specialized health care, related services.
availability of providers. and svstem and care
coordination in the adult-based svstem should
be provided.

Faamiry CONCERNS

As adolescence proceeds, parents must start to
view their oftspring as maturing adults rather
than tullyv dependent children. Stepping back is
ditticult for all parents; it can be even more ot a
problem tor parents whose children have
chronic illnesses or disabilities, and who may
perceive their clildren as particularly
vulnerable. Parents can obtain information and
support through mtormal parent-to-parent
contacts, and parent counseling and advocacy
aroups. Formal counseling may be usetul tor
some tamilies where the parents tind the
relingquishment of their protective role
particularhy troublesome, The phvsician must be
familiar with various sources ot parental
support so that prompt reterrals mav be made
when indicated.

Siblincs mav react in difterent wavs to an
adolescent’s transition. Although no
documentation is available, some will want to
participate in the process; others will not.
Siblings mav teel jealous ot, or neglected by, the
entra attention the adolescent recerves trom
parents and providers. Sibling support croup-
can help tamilies m the transition process.
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Often, adolescenrts and their tamilies teel
overwhelmed as thev enter a new, sometimes
confusing svstem ot care. Adolescents and
voung adults should have a case manager
assigned who could act as an advocate, it
necessary, as thev proceed through the
transition process. Thev need to know that they
can count on a previously identitied personwho
is well acquainted with them for assistaniee:
trequently this will be the care coordinator.

Transition planning strategios will vary with
differences in family circumstances, and the
priorities and level ot function of the vouny,
person, Inorder to meet the needs of the
adolescent, the tamilv's needs must also be
individually assessed and considered. This
includes an awareness ot cultural factors and
Characteristics, and an assurance that services
will be responsive to these tactors,

Many programs tor adolescents have a close
connection with community-based health
services in terms of both patient care and
funding. Some ot the overarching values,
concepts. and principles or health care ottered in
the community are deseribed. Increasing

cooperation between the private ~ector and
public programs suggest that a clearer
understanding of the tramework inwhich
\MCHB programs operate mav be of value to
those who are not tamiliar with Title V
programs,

Recent legislation (see Appendiy #2) and
evolving approaches to the delivery of health
care have resulted in the development of
svstems of care which are tamilv-centered.
communitv-based, coordinated, comprehensive,
and culturallv competent. As these svstems are
heing developed, it is critical to include
provision of services tor adolescents with
disabilitics. The services already in place tor
children with long-term medical conditions
generallv require substantial modification if
thev are to be extended appropriatehy tor
tecnagers and voung adults.

Communitv-hased services will promote the
concept of a “health home " within casy reach ot

BEST COPY AVAILADLS

the adolescent’s tamily residence. Medical and
other social services can be made available by
imcreased interagency collaboration at the local
level, Young people with a broad range ot
disabilities can be encouraged to participate in
community activities without leaving their
home territory,

The OBRA requirements ot family centered,
communitv-based. care can be met with less
ditticulty in the primary care setting,

" CurLTurRALLY COMPETENT CARE '

N/

Families seching transition services come trom
ditterent cultures and backgrounds. Ditferences
in lancuage, communication stvles, concepts ot
tanulv, disabilitv and heaolth care, perceptions ot
hine. views ot otticials and agencies, as well as
immigration status and geographic isolation, all

mav create frustration or misunderstanding,.
v

Cultural competence incorporates the
commitment to respect beliefs and values of
other cultures. It also includes the ability to
translate knowledge and understanding into
action by adapting the environment or creating
culturallv appropriate interventions.

Families seeking transition services come from
different cultures and backgrounds. In
recovery, Alison was comfortable with ¢ nurse
whao recoghized that Alison depends on sign
language to communicate.
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Carr DLLi1rRy DURING TRANSITION.

The transter of adolescents with disabilities to
the adult health care svstem mayv occur in many
different settings, and the medical care may be
oftered by phvsicians from different
professional backgrounds. The essential
components of transition care must be available
regardless of the setting. The stvle and torm ot
care will depend upon the available resources.
Evaluation of existing models and methods is
missing trom the literature so that firm
standards ot care are vet to be formulated.

Four examples of transition services are
described. but other patterns of care are
appropriate. The models described have
applicabihty to both the public and private
sectors.

; INTERDISCIPLINARY
i Team MoODEL

An interdisciplinary team provides an eftective
method for ensuring comprehensive and
coordinated care to any population with special
needs. A care coordinator typically organizes
the nterdisciphinary team which includes
patients and their tamilies and somwe or all of the
following: physicians tincluding pediatricians,
internists, family practitioners. speciahsts in
adolescent medicine, and other medical
specialists), nurses, therapists, psychologists and
psvehiatrists, social workers, nutritionists,
educators, vocational rehabilitation and pre-
vocational counselors, genetic counselors, and
interpreters. Centinuity through transition is
accomplished when both the child-centered and
adult health care svstems participate as
members of the same team. or when child-
centered and adult teams operate in tandem.
interdisciplinary teams strengthen
communication among providers and help to
assure access to the wide arrav of health care
SCTVICES.

16

The interdisciplinary team represents an ideal o
service delivery but is often not a feasible
staffing pattern outside a teaching center or
other large institution. However, the basic

nur«c “doctor team with part-time medical -
specialists and non-medical health protessionals
mav be an eftective alternative approach.

st e AR kol Sl be it

Helping adolescents grow into adult
health care takes long-term commitment.
Alison has made a positive start.
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Transition services are coordinated by
pediatricians, internists, tamily phvsiclans, or
physicians specializing in adolescent medicine
without regard for the specific underlving,
condition. Specialty medical care is provided
concurrently by pediatric and/ or internal
medicine specialists. When transition needs
have been met. the adolescent graduates to
adult-oriented primary care and specialty
<ervices. The strength ot this approach is that a
seneralist physician provides the care
coordination.

PROGRAMS FOR YOUNG
PEOPLE WITH SPECIFIC !
DISABILITIES '

Here adolescents pass through the transition
period under the care of pediatric specialists
who tocus on their specific chronic medical
condition and work in collaboration with their
counterparts in the adult service. This method
mav have advantages tor voung people with
conditions such as hemophilia, diabetes or cvstic
tibrosis, as continuity of the specialist’s care is
assured: however, comprehensive primary and
preventative care is otten missing,.

FamMmiLy PRACTICE

Family Practice groups are established
throughout the United States. The goal is to
inctude all family members regardless of age
and to treat and prevent medical problems
within the context of the tamily. Children,
adolescents, and adults are all welcome. Fanuly
Practitioners are generalists, but through wide
experience, referral to specialists is kept to a
minimum. Children and adolescents who have
disabling conditions are usually cared for within
the group with back-up support and advice
trom a tertiary care phvsician who provides
tests requiring comples technology, and
procedures involving hospitalization or special
post-operative care. The developmental
approach to children’s care is emphasized and
carried through to adolescence. At this stage,
psvchosocial and life-style issues are considered
the essential framework for medical care and
“Adult Problems” such as weight control, STD
and AIDS, substance use, contraception, and
pre-natal carc are within this context. There is no
break in the chain of care unless the tamily
moves awayv. although the stvle of services is
appropriately tailored to the chronological and
developmental age ot the patient. Transition of
voung people with disabilities occurs as a
gradual process, and the teenager and his family
are guided into new roles and responsibilities
but continue to see the same physician.

The strong arguments for Family Practice are the
continuity of care, the knowledge, and
understanding of a familyv over a period of time,
and the involvement of that family in a
supportive role. There is a convenience factor
when most aspects of medical care may be
obtained at one location.

]
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T he tollowing examples serve as
illustrations of transitional ettorts. Thev
are not intended to reflect the totality of what 1~
occurring in the area of transition or the
preterred approaches. Thev do represent
imaginative methods of expanding existing
services to adolescents with special needs
without necessarily involving additional tunds.

a )
Adolescent Employment
Readiness Center
Children's Hospital
National Medical Center
Washington, DC

& D

This program provides comprehensive health
and medical services tor children and
adolescents with rheumatic discases. An
adolescent emplovment readiness center
extends care to voung people with other chronic
illnesses. The project increases awareness ot the
need for prevocational guidance among pubiic
school personnel, health protessionals,
emplovers. adolescents. and their parents. The
special education svstem designated to ofter
prevocational guidance has been largely
ineffective tor many vouth with chronic illnesses
who mav not be receiving special education
services.

A prevocational team includes a vocational
rehabilitation counselor, social worker. tinancial
counselor, physical and occupational theraprst,
educational coordinator, and psvchologist.
Individual services include work assessment.
work readiness programe. reterral to

appropr ste community resources, and
assistance in summer jobs placement.

Education services mclude: a) group vocational
and career conterences jor teens and adults,
b educational and vocational advaocacy

s

seminars, ¢ school and community seminars on
chronic illness and emplovment. and

d) educauonal programs tor protessionals and
emplovers. A research design undergirds the
project utilizing a matched group comparison
and longitudinal data collection,

Benefits

The hospital-based project is studving the effects
ot providing pre-vocational counseling and
cducation in a health setting. There is an
opportunity to relate vocational choices directly
to individual preferences and functionat level. A
service designed for one set of medical
conditions is opening up supportive resources
tor anv adolescent with a chronic iliness.

(” )
~ Transition Program ;
for Teenagers With Chronic Illness
and Developmental Disabilities
North Shore University
Hospital/Cornell University
Medical School 3
New York State

|
|
!

\& -/

This program ofters services to adolescents with
a wide range of chronic medical conditions, and
draws special attention to the imnartance ot
primary care and service coordination during
transttion. The interface between pediatricians
and intertists has been well developed.
Adolescent services are integrated with an active
teaching program and research activities.

Benefits

The program director is a specialist in
adolescent medicine and on the st2#1 of the
Pediatric Department. Physicians in training,
including phvsicians in internal medicine, gain
experience trom an active program in adolescent

\
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medicine including an inpatient unit tor
adolescents, a hospital outpatient clinic, an
outreach clinic. and a school-based health clinic.
A two vear fellowship in adolescent medicine is
offered, and residents from internal medicine
rotate through the service. As trainees,
physicians in internal medicine become
acquainted with the transition concerns ot
adolescents with disabilities and are introduced
to the care of this population.

Referrals are made from the North Shore
Universitv Hospitals Birth Defects Clinic.
community agencies, general pediatrics, and
group homes in New York. There is a generie
approach to care and voung people are not
evcluded from services on account of specitie
developmental disabilities or multiple problems.
In this project. a university based unit ot
adolescent medicine has broadened its interests
to tocus on issues of coordination and continuity
of care as patients move trom pediatrics to
internal medicine.

Transition of Patients From
Pediatric to Adult Care at
Temple University
Philadelphia, Pennsylvania J

The cvstic fibrosis program at St. Christopher’s
Hospital in Philadelphia has beena leader in the
movement toward a comprehensive health
approach to chronic discase. This approach has
led to an established pattern ot transition from
pediatric care to adult health services. A recent
coal of the program was to evaluate the
teasibilitv of duplicating the program for voung
patients with other medical conditions such as
chronic heart disease, chronic renal disease.
sickle cell anemia, hemophilia, and spina bitida.
The concept of the multidisciplinary team
approach has been adopted in the adult program
and has been found successful. This adult team
reguiartv communicates with its counterparts in
the pediatric institution.

While it has been difficult to recrust staff to work
with this team approach tor a small proportion
of their overall time, the problem has been
overcome by buving time from the team’s
respective disciplines,

19

Benefits

Emphasis is placed on the pre-planning
necessary tor coordinated care. Coordination
between the administrative statf and both
hospitals has strengthened this process and has
provided a pattern tor other torms ot
cooperation. Faculty back-up has been assured.
and department chairmen have supported the
concept so that adequate physician time has
been available. A transition team has been
recruited and trained.

A strong nurse coordinator is identitied to
bridge the gap from pediatrics to the adult side.
There 1= comprehensive training or the adult
care team which takes into consideration their
limited knowledge of “pediatric” disease.

The Hemophilia Model
The New York Consortium
Cornell and Mt. Sinai

P/

Since the 1960°s, a svstem of regionalized care
using a multidisciplinary approach has been in
place for the care of individuals with
hemophilia. The New York consortium has built
on this svstem by developing an organized plan
of transition for voung males with hemophilia.
Cornell serves mainiy children while Mt. Sinai
Hospital continaes to tocus on adults with
hemophilia. Physicians and other team members
from both institutions work closelv together,
and this cooperative approach has been
successtul.

Benefits

Persons with hemophilia are at higher risk of
being HIV positive and in some cases
developing clinical signs of the discase. The
multidisciplinary hemophilia centers are well
positioned to handle this major complication.
The medical, psvehosocial. educational. and
~exual needs and concerns of patients already
receive regular review by trained and
empathetic statf. Therefore, the mechanism tor
counseling patients about this issue is alreadv in
place.
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CONCLUSTON

A dolescents with chionic medical,
mental, and emotional disabilities are an
underserved group in the health care svstem.
This gap in services is particularly evident when
the time arrives for voung peopk: to mor 2 from
child-centered health care to adult-oriented
health services. Efforts have been made to
formalize this transition process, but so far there
are insufficient data upon which to make
definitive recommendations for the structure of
transition health care.

However, these principles of transitional care
outline the essential components for an eftective
program. These basic concepts allow for
interpretation in a variety of scttings in the
public and private sectors.

Adolescents with chronic illness and disabilities
must have a well-defined primary health care
program. This will not differ markedly from that
encouraged for adolescents without disabilities,
and will cover the same areas of medical and
psvchosocial concern. When primary care is not
available, the specialist’s services mayv not be
sufficient to meet the adolescent’s health needs
or to allow them to tunction at their tull
potential in adult society

20

Much of the care required by adolescents with
disabilities is time-intensive tor the physician,
and not easily reimbursable. Ways to expand
counseling with respect to the financing ot care
must be explored and implemented.

As the health care svstem evolves, phyaicians
must insist that the transition needs of
adolescents are recognized and appropriate
services are provided. Transition programs must
be evaluated so that eftective and practical wavs
of providing health care for this high risk group
of voung people can be developed.

As questions arise and assistance is required,
inquiries can be directed to the National Center
for Youth with Disabilities (NCYD), a project ot
the Society for Adoleseent Medicine and the
Adolescent Health Program at the University of

Ainnesota. NCYD is a national information and
resource center, tunded by MCHB, which
focuses exclusively on adolescents and voung
adults with chronic illnesses and disabilities and
the issues that surround their transition to adult
life.
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Appendix 1

WITH SPECIAL HEALTH CARE
NEEDS BACKGROUND

Surgeon General's Conference

I n March 1959, C. Everett Koop, M.D..

then LS. Sureeon General, convened an
invitational conterence together with the
Maternal and Chitd Health Bureau and
Georgetown University Child Development
Center's National Center tor Networking
Community Services to address the issues of
transition for adolescents with special needs.
The Surgeon General’s conference, “Growing
Up and Getting Medical Care: Youth with
Special Health Care Needs” included
participants from various medical specialties
who care for adolescents with special health care
needs. The conterence examined approaches tor
providing smooth passage tor these adolescents
as they transfer from child-centered care to the
adult health care svstem. Achieving a clear
interface between services otfered by physicians
in both the child and adult health care svsiem
was a central issue of the meeting, With this
tvpe of coordination, most health practitioners
could eftectively develop a deliberate plan to
ensure continuity of care.

The development of generic principles for the
transition process was the major conference
recommendation. The federal Maternal and
Child Health Burcau accepted this mandate and
«elected a small group of consultants, chosen tor
their expertise in the concerns ot adolescence
and in community programs, to work with the
Bureau on this document. It is anticipated that
this material will be helptulin planning and
implementing health care transition programs
tor adolescents with special needs.

r
For further details see “Growing Up and
Getting Medical Care: Youth With Special
Health Care Needs, A Summary of
Conference Proceedings” (March 1989).
This document was published by the
National Center for Networking
Community-Based Services at the Child
Development Center of Georgetown
University. The Surgeon General’s
Conference was funded by MCHB.
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Appendix 2

LEGISLATIVE PERSPECTIVE

AND FEDERAL COMMITMENT

ince 1935, Title V' of the Social Security

Act, which authorized the Maternal and
Child Health Services, has provided the
legislative foundation for expressing this
nation’s commitment to the health of mothers
and children. The legislative commitment has
influenced the development of two major
programs: programs that deal with the health
care of mothers and children and services for
children with special health care needs.
Traditionally, Maternal and Child Health
programs are supported and implemented at the
state and community levels. Over the vears,
adolescents have gained some increased
visibility in both programs. However,
adolescents have not received the full scale
programmatic development offered to other
groups included in the MCHB legislation.

The Maternal and Child Health Bureau, through
its discretionary grant authority, Special Projects
of Regional and National Significance
(SPRANS), stimulated the development of
regionalized svstems of care for infants,
children, and their families with special health
care needs. The cornerstone of this legislation
and the long term practice of regionalization is a
comprehensive, coordinated approach to service
delivery.

Innovations in service delivery are discovered
and validated through MCHB-supported
research activities. Sustained research, training,
and information dissemination programs are
critical to the success of a program ot services
for adolescents.

The Omnibus Budget Reconciliation Act of 1984
(OBRA '89) amended the Maternal and Child
Health Services Block Grant by calling for the
development of svstems of care that affect the
nation’s mothers and children, and for children
who have special health care needs. This
legislation makes it clear that adolescents with
special health care needs, along with all other
children and families, must receive special
support from the national Maternal and Child
Health initiatives. The legislation includes four
broad areas:

(1) The extension and improvement of state-
vased services for mothers and children;

(2v  The implementation of family-centered,
community-based, comprehensive,
coordinated care;

(v The provision of health and rehabilitative
services to children under 16 who would
not receive full services from Medicaid,
but would be eligible for §SI;

{4V Assurance of care coordination services.

These areas of emphasis demonstrate that the
national Maternal and Child Health program is
focused on the total continuum of needs of
mothers and children. including those of
adolescents.

Ve
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The nation’s continuing commitment to the
health ot mothers, children, and adolescents,
ncluding adolescents with special health care
needs, is retlected in the ULS. Public Health
Service's Health Objectives for the Year 2000:

(1) All states will establish a statewide
network of comprehensive, community-
based health care systems that serve
women of reproductive age, infants,
children, adolescents, and children with
special health care needs: the systems will
assure family-centered, culturally
competent, coordinated services.

{2)  All children from birth to age 21,
including those with special phvsical or
mental health care needs. will have a
source of health care tinancing that
includes comprehensive preventive.
diagnostic, and therapeutic benetits.

The MCHB initiative for adolescents includes
collaboration with manv tederal programs.
Significant private sector leadership has been
provided by the Society for Adolescent
Medicine and the American Academy ot
Pediatrics. These groups have demonstrated a
sensitivity to the unmet needs of adolescents
with disabilities.

The American Medical Association, through its
staff, House of Delegates, and committee
structure, has fostered commitment to
reassessing the needs of adolescents. These
organizations and others have collaborated with
the MCHB to ensure a national focus on the
health issues of adolescents with special
reference to adolescents with special health care
needs. Collaboration also has included
voluntary organizations such as the March of
Dimes, the National Hemophilia Foundation,
and the Arthritis Foundation; these
organizations have enabled the MCHB to extend
its resources while supporting its overall goals.

3!)
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Appendix 3

PREPARING PHYSICIANS

TO CARE FOR ADOLESCENIS
IN TRANSITION.

Need for Improved
Training of Providers

ack of appropriate training, tor health

L care providers limits the ability to ofter
comprehensive, age-relevant, and
developmentally-appropriate health care
services to adolescents with chronic conditions.
This deficiency clearly exists in the pediatric
sector; half of all pediatricians report insufficient
training in the care of adolescents with chronic
illness (Blum, 1987).

Lack of training is even more prevalent in the
adult health care sector where physicians are
unfamiliar with adolescents as a group in
addition to the chronic conditions that atfect
them. Physicians in adult medicine, without
adequate preparation, righttullv fecl
uncomtortable managing the health care
problems of adolescents. Moreover, those
phvsicians who care primarily for aduits mav
have had little experience with medical
conditions that once were thought of as
“diseases of childhood.” Yet, overall survival to
adulthood for these conditions is nearly 90
percent (Gortmaker & Sappenfickd, 1984

A< adolescents with chronic conditions progress
bevond the purview of the pediatrician,
practitioners in adult medicine face new medical
challenges. Improved training tor health care
providers is imperative if transition to adult
health care 1= to become the norm tor

adolescents with chronic medical conditions

Professional Attitudes

A change in attitude and approach is the first
step in improving the transition from child-
centered to adult health care. Successtul
transition requires that adolescents and their
familics, physicians, and other health care
providers believe that regardless of medical
diagnosis, voung adults are best served by
health care in an adult setting. The concept is
simple; gaining acceptance tor the idea.
however, mav be more ditticult.

Attitudinal change begins with awareness and
education. The isstie of adolescents in transition
~hould be raised at all levels ot medical practice

| Jransition should be mtroduced to
medical students and to students in other
health protessions.

n Jransition should be discussed and
supported in position statements by
professional orpanizations such as the
American Academy of Pediatrics, the
American College of Physicians, the
American Medical Association, the
American Academy of Family Physicians.
and the Society tor Adolescent Medicme.




i~ ‘Iransition shouid be on the agenda of the
subspecialty protessional organizations in
both pediatrics and adult medicine.
Liaison between pediatric specialty
organizations and their adult medicine
counterparts would be especially useful in
developing strategies for the transition ot
individuals with particular conditions.

n *Iransition should be explored and
supported by foundations and other
scientific organizations interested in
specitic medical conditions. For example,
recent guidelines published by the Cystic
Fibrosis Foundation address transition
directhv:

“The goal is to ensure that the changing,
needs o1 the growing population of adult
patients are met by carearvers. Adult
patients have specitic needs ditterent trom
those ot pediatric patients. Centers should
have clear plans, including the
identification of appropriate caregivers
and preparation tor transition to
adulthood and adult care” (Cystic Fibrosis
Foundation Center Committee, 1990).

| Iransition issues with therr ramilies and
care providers should be discussed by
adolescents with chronice conditions.
Support groups and consumer
organizations also offer an excellent
opportunity tor discussion ot transition,
The Spina Bifida Association. tor example,
has made transition issues tor voung,
adults a major tocus ot their annual
meetings (Spina Bifida Association ot
America. 14990).

Training Curriculum

Improved trammg in adolescent health issues is
required for all health and medical protessionals
who care for voung people. This has been
recognized in otticial statements ot the American
Academy of Pediatrics and the American
College of Physicians (American Academy of
Pediatrics, 1978 American College of Physidians,
JUsY). '
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Professional schools as well as post-graduate
residency training programs have started to
respond by including adolescent health care in
their educational programs. Still, most
practitioners have not had the benefit ot such
training and report deficiencies in their ability to
care for adolescents (Blum, 1987). For now,
continuing medical education can help fill this
void. A variety of textbooks, journal articles, and
monographs on adolescent health are also
available. The fournal of Adolescent Health. the
official publication of the Society of Adolescent
Medicine, makes a noteworthy contribution.

In the absence of a standardized curriculum,
phyvsicians and other health care professionals
who care for adolescents with special needs
~hould become tamiliar with the tollowing,
subijects:

] The usual progression of adolescent
growtlh and development

u Adolescent psychosocial development

n Adolescent sexuality and its consequences
| The major morbiditics of adolescence

| The impact of chronic conditions on

development and the family
| Risk-taking behaviors of adolescents
u Culturally competent care

| The legal aspects of providing care to
adolescents

Training also should emphasize the benefits of
care coordination. Postgraduate training can
provide the opportunity to serve as care
coordinator tor a small number of patients.
Health care curricula also need to include
successful counseling theories, practice, and
techniques.
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All physicians need more structured training in
the continuous and comprehensive care of
individuals with special needs. This training
should begin in medical school and continue
throughout postgraduate education. It should
avoid the tunnel vision sometimes imposed by
the medical model, de-emphasize specific
conditions, and focus instead on serving the
frequently experienced problems of people with
chronic illness and disabilities.

Preparing physicians in adult medicine to
manage adolescents with disabilities should
begin during medical school and be continued
during residency training. Training should
continue into subspecialty fellowship training.
For example, adult cardiology fellows should be
taught to care for adults with congenital heart
diseases, and adult pulmonaryv fellows should
be taught to care for adults with cvstic fibrosis.

Physicians who have alreadv completed training
can employ innovative strategies to develop
their skills. These might include preceptorships
on pediatric wards and in pediatric clinics,
collaborative arrangements with pediatricians or
other phvsicians, or other forms ot continuing
medical education.

Pediatricians need to involve their adult
medicine colleagues in the care of their
adolescent patients and be available for
consultation. Case discussions, clinical
conferences, teaching rounds. and other
meetings should be designed to facilitate the
participation of appropriate adult health care
providers.




Appendix 4

STATISTICAL TABLES—HEALTH,

EDUCATION AND EMPLOYMENT DATA

HEALTH
- |

TABLE 1:
Table 1
Appronimately 2 milhion children. or about 6 Prevaltfance and fat!:opgztooo pefrsons of seleé::ed Chrggng;andiﬁons
appegs “the e i P or persons 10- ears of age: United States. 1986-

PLILL.H..[ of the 'ld.UIL\L.Lm pk_»pul;xu_un‘ .‘“,.L (Based on total U.S.ypopulanorg 10-24 year olds: 53.654.000)

dentitied as toving limtations of activits

tdisabilities. ;.md rescarch indicates an _ ‘ Prevalence " Rate per

upward trend in prevalence due o u variety : 10-24 ; 1,000

ot factors. Chronic Conditions ‘ years old . persons
Arthritis : 633.000 . 11.8
Asthma 2.696.060 , 502
Cerebral palsy 65.000° 1 1.2°
Cleft palate 46.000° : 0.9°
Congenttal heart disease . 144.000 ' 2.7
Diabetes ) 218.000 I 4.1
Epilepsy 273.000 ‘ 5.1
Hearing impairments 1.425.000 26.6
Liver diseases (including cirrhosis) 33.000° 0.6°
Malignancies-all sites 21.000° 0.4°
Mental retardation 698.000 13.0
Multiple sclerosis 9.000° 0.2°

| Paralysis of extremies. complete or partial 57.000 . 1.8

Speecn impairrments 561.000 : 10.5
Spina bifida : 11.000° ! 0.2°
Visual impairments 1.003.000 : 18.7
*Does not meet standards of statistical reliability.
Source: Unpublished data from the National Health Interview Survey. Nationat Center for
Health Statistics. Compiied with the assistance of John Gary Collins. Division of Health
Interview Statistics.
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TABLE 2:

Although many children with disabihties
continue 1o lead foreshortened lives. the
survival rates for youths with disabling
conditions are increasing. This increases the
need tor health care coverage. educational
and recreation/leisure resources. adaptive
assistance, and emplovment services, These
11 representative conditions. which likely
represent the more severe ilinesses. account
for onty about 20 percent of all U.S. children
with chronic health conditions.

Table 2

Prevalence Estimates for 11 Childhood Chroric Diseases.
Ages Birth to 20 Years, United States’

Estimated Proportion
Surviving to A j¢ 20°
Disease

(percentage)
Asthma (moderate and severe: ‘ 98
Congenital heart disease : 71
Diabetes mellitus ' 93
Cleft ip/palate 92
Spina bifida ; 50
Sickle cell anemia . 90
Cystic fibrosis : 60
Hemophiha ' a0
Acute lymphocytic leukemia 71
End stage rental disease , 90
Muscular dystrophy 25

‘Estimate refers to the survival expected of a birth cohort to age 20. given current
treatments

Source based on
‘Gortmaker. S.L.. Sappenfield W. Cnronic childhood disorders: Prevalence and impact.
Pediatric Ciirucs of North Amenca 1984 31(1). 3-18 with revisions as noted

‘Moller. J.. Anderson R.. 1000 Consecutive children with a cardiac malformation 26-37
year follow-up, (subrmutted for publication.

‘Birth through 14 years of age Cancer Statistical Review. National Cancer institute. May
1989. NIH Pub No. 89-2789

“Actuanal 2 year survival data for patients arjes 10-19 with end stage rena! disease bequn
on treatment (transplant or dialysis). US Renal Data System. USROS 1989 Annua'’

Report. NIH. National Institute of Diavetes and Digestive and Kidney Diseases. Bethesda
MD. 1989

Q

TABLE 3:

Degrees of limitation affect adolescents”
school attendance. access to and usage of
health care. abibity to acquire and maintain
insurance coverage. emplovability. and self-
care. It also aftects the timing of the
achievement of developmental milestones
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Table 3

Prevalence of Disability According to Degree of Limitation
for Adolescents 10 to 18 Years of Age, United States. 1984

Estimated
Percent of Prevalence
Degree of Limitation Distribution {thousands)
Unable to conduct major activity 0.5 . 165
Limited in kind or amount of major activity 37 1185
Limited in other activities 2.0 629
Not mited 938 29.862

Source' Newacheck. P W {19891 Adolescents with special health needs Prevalence
seventy. and access to health services United States 1984. Pediatrics. 84 (5). 872-881
Reproduced by permission of Pediatrics 1989
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TABLE 4

When comparing youth with and without
disabilities. yvouth with disabilities make
creater use of health and hospital services.

Table 4

Use of Medical Services According to Disability Status
for Adolescents 10 to 18 Years of Age. United States. 1984

Disability Status (%)
Adolescents Adolescents
All With Without
Medical Service Agolescents Disabilities Disabiities
Physician®
<1 year(°o) . 715 86.6 70.5
1-2 years (%o} 15.1 8.0 15.6
>2 years i®} 134 54 13.9
Mean number of physician contacts vear 3.0 8.0 2.7
Hospital
Hospital episodes 100 personssyear 5.0 18.1 38
Hospuital day/ 1000 persons-year 272 1.646 181

‘Interval since tast pnysician contact

Source. Newacneck P W 11989). Adolescents with special hea!th needs. Prevalence.
seventy and access 10 health services. United States. 1984. Fediatrics. 84 (5). 872-881
Reproduced by permission of Pediatnics. 1989

TABLE 5:

Youth with disabilities were twice as likely
1s v outh without disabitities to be covered
cxclusively by public health care plans and
less fikely to be covered exclusively by
rrvate plans. This has broad implicauons
Jor health care financing and policy issues.

Table 5

Health Care Coverage Characteristics According to Disability
Status for Adolascents 10 to 18 Years of Age, United States. 1984

Distribution (%)

Adolescents Adolescents

Coverage Status of Adolescents Alf With Without
With Known Coverage Status* Aaclescents Disabil:tties Disabiities
Private oniy 740 646 747
Public oniy 100 186 94
Both private and putmic 19 30 1.8
None reported 149 13.8 14.1
Totals 1000 100.0 100.0

*Persons with unkr.own health care coverage status excluded.

Source: Newachecw«. P W._ (1389). Adolescents with special heaith rieeds. Prevaience.

seventy. and access 10 health services. 1984. Pediatrics. 84 (5). 872-881 Reproduced by
perrussicn of Pectairics. 1989




Table 6a:

Except tor yvouth who are deaf/blind or
multiply-handicapped. the vast majority of
youch with dissbilities are able to get places
outside the home and dress and teed them-
selves.

P “Nery well/Preuy well
7

2 ~ eNot very well/Notat all well

Table 6h:

Table 6a

Self-Care Skilis of Youth with Disabilities
Percentage of Youth Able to Get Places Outside the Home
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Table 6b

Self-Care Skills of Youth with Disabilities
Percentage of Youth Able to Dress Themselves Completely
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Table 6¢

Self-Care Skills of Youth with Disabilities
Percentage of Youth Able tc Feed Themselves
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EDUCATION

TABLE 1:

The school environment is an important factor in understanding the school experiences
of youth with disabilities. Significant variation in placement patterns exists across
handicapping conditions. Students with learning disabilities or speech impairments
were served primarily in regular classes or resource rooms (77 or 92% respectivelyy.
Nationaily. 36 of the students with mental retardation were placed in separate classes.

Most vouth with disabilities (89% 1 attended comprehensive secondary schools whose
student bodies were primarily students without disabilities. Overall. 28 of vouth with
disabilities attended schoot with fewer than 300 students: 39 attended schools
hetween 300 and 1100 students and about 337 attended schools with more than 1100
students.

Table 1
Enroliment in Regular Education Courses by Students with Disabilities Attending Regular Secondary Schools
(Age Group 13-23 1n 1985-1986)
PRIMARY DISABILITY CATEGORY
' 1 | !
1 : l' ! i 'l Ortho- Muttiply
Learrng Emotionally i Mentally : Speecnh ; Visually Hara ot | | Deat/ pedicaily Health Handai-
Total + Disamed  Disturbed . Retarded ? impaired | Impared ! Hearnng | Deaf i Blind Impaired | Imparred capped
Percentage of youtn
enrolled in:
No Reguiar . . : | ] . i
education ctasses 169 93 183 319 -+ 1231 ' i59 , 115 l 342 : 725 | 281 § 271 1 691
Requilar education for ' . | ; | ) ; !
noracademic courses only 240 200 166 . 418 - 94 6.3 i 235 ¢ 196 ! 255 , 139 - 105 100
Some requiar : : : i ; ‘! : ’,
©Q.Cal.on courses ' i ;
L2UDIECTS GrkNOWN! 37 33 +8 <6 DR 30 57 28 0.0 i 68 31 ! 86
Requtar equcation . j 1 : _ | ' '
‘or ac2uemic courses PRI I 541 379 196 . 451 499 500 398 , 00 i 366 i 335 1 101
Al requiar : : ; i | ‘ i 'l
egucation ctasses 93 02 24 23 264 - 289 92 | 356 | 21 1 146 | 258 : 2.1
No. of Respondents 5170 872 503 828 . 405 i 425 543 i 410 | 22 ' 509 : 287 366

:Jsing a 2-1ated test. the samoling errors at the 357, confidence ievel tor the full sample range 1s from = 6% to +1 4% For disabiltty categories. the range is from +2% to +5%
1 most cateqenes For the deat-bind category '~e range 1s up o <19

Source: Egucatona: Programs and Achievements of Secondary Special Education Students Finaings from the Natonat Longitudinal Transition Study. March. 1989. Mary
Jlagner P D ano Debra M Shaver Based or s*.dents most recent scnool year.
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TABLE 2:

Schools provide a wide variety of services which enable students to fearn in the
classroom. Orerall. slightly over half (32.8¢0) of the special education students
did not recerve additional services other than the basic special education
services. although this figare varies markedly by 1y pe of disability .

Table 2
Services Received by Secondary Students with Disabilities
(Age Group 13-23 in 1986-87)
PRIMARY DISABILITY CATEGORY
Onr:- RGP
Learning ‘Emotonaiy  Mentain  Speelr - Visualy Hard of Dea’ pedica-.  Heair Hang-
Total Disabiec Disi.-pec  Retarded [mpawres Impared heanng Dea! Blinc Impare:  imbareo capnes
Percentage of youth receiving in the past year trom or through their school:
No adaitional services 526 61 C 543 400 43 < 396 301 260 304 32¢ 210 1€
Speech or language
therapv 155 96 6= 278 44¢ 106 502, 56 5 258 26" 154 374
Personai counseting
or tnerapy 146 121 3*2 137 5 15¢ 138 27 4 142 13¢ a7 237
Occupationa! therapy
or lite skills training 228 170 133 369 16 € 321 209 39 1 e 34 27T 533
Heilp from tutor .
reader’ interpreter 130 139 a3 108 6¢ 238 329 'o45t 22¢ 158 154 128
Physical iherapy
modiity training 49 20 18 95 14 180 34 - 87 322 354 103 326
HearingQ {oss . !
therapy 12 00 02 10 1 22 416 52"~ 54 ¢ o0& 11 61
Help n getting 0”
using transportatior 95 2¢C €2 22 4 3° 311 211 249 J1E 454 1 58 &
No. of respondents 8169 1152 762 1165 572 850 748 893 96 748 460 722

Using a 2-tarled lest. sampi.ng errors at the 85° . configence leve: for the fuli sampre ase - 1°¢ or lower For disability caleqones ineyv range from peiow - 1%¢ o -5°
g pi-ng Y ¢ g

Source: Educational Proarams and Achievements of Secaraa~ Speciar Educaton Studerts Finaings trom tne Natona v2n21s3na Transder Stuav Maren 1964
Prepared oy Marv Wagre® PH D and Deora N Shaver Based 20 parent repans o7 sl sChon records
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- AR
FABLE 2: Tabie 3
Fhese data provide nattonally rcprc\'cnluli\c Average (Weighted) Per—-Pupil Expenditures for Special Education
N ] T . X o Programs by Individual Handicapping Conditions and Program Type* (1985-86)
estimates of the per-pupil e xpense of (Age Group 6-211
cducating ~tudents with disabilities. The
total cost ot educating a child with disabili- . Program Type (per pupil expenditures)
ties i a selt-contained program is 2.5 times Condition ! Seif-Contained Resource
the cost of educating a regular education ! (morethan 1S (less than 13
. = < X h hours/week) hours/week)
puptl. The costs below retlect only special ;
; Iucation services. not addition: l' “oul: Learning Disabled ‘ $3.083 00 $1643 00
cducd ?( noNer Fu. s ol adatlional regular Autstic " 7 582.00 NAT
cducation services. Serious ly Emotionaily Disturbed . 4.857 00 K 2.620.00
Mentally Retarded i 4.754 00 : 2.290.00
Fhe total cost of educating a pupil in Speech Impaired ) 7.140 00 | 647.00
resouree programs is about S1.700.00 less Visually Impaired i 6181 00 3.395.00
than cducating students in self-contained Hard of Heaning : £.056.00 3.372 00
. . > =
classes and about 1.9 times the cost of Deaf - 7.988 00 NA
rducating a regular education pupil. Sixty Deat-Bind ‘ 20416 00 NAZ
e Ih garegli L'l cation p lp o Onthopedically Impaired ) 5.248.00 3.999.00
clreht pereent O.l pupi > 1 special cducaton Other Healin Impaired ; 4782 00 NAT
recened tharr instruction through resource Muitihandicapped 6.674 00 NA
programs, Preliminary analyses do not Non-Cateqorical . 3.684 00 1.731 00

indicate sigmiticant differences between

i *Sample size and standarg error vary by condiion and program type
clemic dary and high schoot costs,

**Not avaiiable

Source: Moore. M T Strang EW Schwartz. M . and Braddock. M (1988) Patterns in special
egucation service delivery and cost Washington D C  Decision Resousces Corp

TABLE 4:

Research indicates that special education students drop out of schoot at a higher rate than the
regular education population. Concern for high school dropouts is predicated on a belief that

leay ing high school betore graduation is harmtul for the individual and tor the society. While some
studies indicate that not all dropouts are behind in school or have substandard test scores, and that
some at least have an equal or greater sense of selt-esteem and controf than high school graduates.
most evidence supports the understanding that droppmg out has negative personal and social
COTNCYUENLES.,

The migor conseguence of dropping out of school tor vouth with disabilities ins lude poor employ -
ment potenual. fewer opportuntties for turther education. and fower wage earnings for those
cmploved.

Table 4
Number and Percentage of Handicapped Students 16-21 Years Old
Exiting the Educational System. by Handicap and by Basis of Exit
U.S. and Insutar Areas
During the 1986-87 School Year

Graduated with Graduated with Reached . Other Basis Total Exiting
Diploma Certificate Maximum Age Dropped Out of Exit the System
' for Services

Number Percent Nuaber Percent | Number | Percent | Number ; Percent ; Number : Percent . Number . Percent

All conaitions 36210 . 159 27355 131, 5351} 25 52571 1 251 27955 «+ 133" 209442 ° 10000
Learnra disabed 53713 |, 545 10016 102 ' 1.012¢ 10 ;| 257281 261 8015 ° 81 . 98.484 . 100.00
Emoncrany disturbed 10537 * 370 1757 62 594 | 21 ; 11942, 420 . 3620 ! 127 28.450 100 00
*lenta . retarded 19.104 @ 386 12080 . 244 2.787 i 36 1 0214 . 207 5284 ' 107 49469 ! 10000
Speec~ moaired 1967 ¢ 486 %06 89 . 262 | 26 1929 - 189 2155 © 211 10219 . 10000
Visua v mpaired 782 '+ K37 08 28 | 23 - 151 | 123 134 1 10¢@ 1228 ' 10000
Hard ¢ ~earing & ceaf 2376 1 596 843 211 75 1 19 391 ¢ 98 302 | 76 3.987 10000
Deat-c ~a ‘081 167 =T 247 341 37 13 . 56 . 19 | 82 231 . 10000
Onthcceacaiy . , ) ‘

nanaicacoed 2214 | 459 450 95 56 | 12 1140 ; 236 953 | 198 4823} 10000
Otrer reaith impaired 999 ; 451 379 171 65 i 29 . 367 ° 165 407 | 184 . 2217~ 10000
tqultina~1cabped 1410 136 724 70 - 438 i 32 . 696 67 7066 ! 684 10 334 100 00

Source: C3EP Siate-Reporied Data Produced by £d-SEP Data Anatysis System (DANS, Oclober/i 1988

ey 00 s reocr these students dropped oul Subseuwent'y 657, of parents repor studenis had othet reaso
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TABLL 5:

Two common paths open to vouth in the
early vears out of secondary school involve
pursuing post-secondary education or
training. or securing employment. Fewer
students with disabilities than students
without disabilities attend post-secondary
educaton schools/programs.

Table 5

Postsecondary Education Participation
of Special Education Exiters

Percentage of 1985-1986 Exiters Taking
Courses From:

Any Post- Vocational
secondary or Trade 2-Year 4-Year Sample

Disability Category Institution School College__CP_ll__e_ge‘ _Size
Ai condiions 1486 81 . 50 z 205
Learming disabied 167 9¢ €9 18 233
Emotipraly tisturbec 17 88 4 ‘2 Tt
Mentally retarded 58 43 2 € X
Speech moparred 293 70 192 &5 ez
Visuaily impairec a2 24 152 273 e
Dea! 385 70 19C 152 153
Hard of hearing 301 116 127 v 101
Onnopedica"y impa:e. 280 90 16 S 0E |
Health impasrecd 307 132 12t [N
Muitiply nara.cappes 38 < 40 B
Deaf biinc 85 86 ce [ 27

Sampling errors for ait ccohons are <+ 17
from - 1°: 12 ~5°

For cisabity categories sampinra erors rang:

Source: OSEP Natiorna Longiudinal Study SRI Internationai. Decemter. 1988 Fromtbe 11t
Annua! Repsor to Congress o~ tne imolementaiion of the Education of the Hano.capped Aze
Basea or pareni repors

TABLE 6:

Although mean ACT composite scores tor
specially tested students with disabilites are
lower than normative data. the ditterences
in several cases are minimal. Difterences
exist by type of disability and retlect a
continuing need tor schools to address
issues related to the preparabion of students
with disabilities for postsecondary educa-
tion.
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Table 6

Mean ACT Scores for High Schoo! Students with
Disabitities Requiring Soecial Testing: 1989-1990

Normative Learning Visual Physical
Data Deaf . Dyslexic Disability Disability Disability
Mean ACT
Scores Composite 20¢ 164 178 16 4 197 189
}
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TABLE7:

National Longaudinal Transition Study
datis show that soctoeconomic status., as

measured by meome and head of

household's education. 1~ an important

correlate ot droppmg out ot schoot for all

students,

Table 7
Factors Associated With Dropping Out of
Secondary School for Youth with Disabilities
1985-1986 1966-1987
Percentage of
Exiters Who
Individual/Family Characteristics Dropped Out
Genaer
Male 38
Female 34
Urbanicry
Urban 40
Suburpan 29
Rural : 36
thnicitv
White 34
Black 36
Hispan:c 44
Other 23
Housenoia Income
<$12 000 per year 42
$12.000 to $25.000 per vear 38
~$25.000 per year 26
Head of Housenoia Education
ot a mgh scnool graguate 44
High scnoo! gracuate 27
Some coitege courses o7 2-vear colleqe oegree 28
College oegree or more 1graduate courses
gracuate degree) 18

Source: OST2 National Longituamal Transiion Study SR international. December. 1988 From
‘e 11th Anrua Report to Congress on the Implementation of the Education of the Hand'capped

Act Based on parent repons

TABLE&:

Just as there is variation by disability m the percentage of students dropping out. so too are there differences in reasons for dropping
out. Recent research suggests that school practice or culture. such as the structural organization of schools. the establishment of a
woctal bond betw een students. and the normis governing the institution. may influence the decision to drop out or stay in school.

Table 8
Parental Reports of Reasons Why Adolescents Drop Out
of Secondary School (1985-86)
Primary Handicapping Condition
Reason For ; Ortho- . Muluply
Dropping Out Learnng Emotonasv  Mena . Soeecr + Visuasy  Hardof | Deatf seacaly . Heatn ' hand.-
{percents) Totair Disabled Dsturbed  Retarces Impawea . I~pared Heannd jDeat * Blng Impared ! impaired capped
! :

Preagnancy |
crugoean 78 89 58 67 00 240 342 " 154 a 00 20 X}
Pcor graces rot doing : !
PIRGR-Tea ety 281 327 191 263 300 157 126 . 113! a 156 89 , 00
\Wanting reeamno a 1ad 24 109 50 120 60 , 00 70, 0. a 00 00 | 00
*oving 12 00 7 55 100 oo 15 1 26! a 42 42 [¢}]
D-dntwe scnoo! 304 312 323 249 7 299 256 . 3861 a 215 156 | 179
ringss g satty 52 28 3 7T 4z 16 4 133 35i a 327 491 | 3986
Behav.ora: orobiems 166 154 268 136 21 00 33 26 : a 00 49 ' 4.4
Dicnt got program ;
voutn wanieg 33 50 2 ocC 00 53 38 26 a 00 00 i 103

34 389 280 193 406 172 291 1109, 3 24 4 185 . 503
Number of . .
respondents - 363 88 92 44 19 14 24 | 20" 2 21 16 ;23

4 Numbess 1o tew 0 reoon

Source: O neuts The Reiationsnip of Student Characterst.cs Beha. ors ang Padormance for Soecial Educaton Students March 1989 Paul Butier-Nahn.

P D 4 Crrstne Padilla
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EMPLOYMENT

TABLES la. 1b. lc. 1d. le:

Pervons are clussified as having o work disability it
they are identified as haying @ work disahiiity i
cither of the direct items on the U.S census or it they
meet any of the following criteria:

Did not work in previous week because the
person has long—term phy sical or mental illness
or disability which prevents the performance of
any Kind of work- thased on response to “main
activity last week™ gquestion on the baste US.
Burcau of Census. Current Population Reports
questionnaire 1.

Did not work at all in previous yvear because the
person was i or disabled thased on response o
“reason did not work Last year”™ question i
Mareh Supplements.

Under 65 vears of age and covered by Medicare,

Under 63 vears of age and a recipient of Supple-
mental Security Income.

Table 1a

Prevalence of Work Disability Among
Perscns 16-24 Years of Age. March. 1989

MALES & FEMALES MALE FEMALE
Total N Percent Total N Percent Total N Percent
32.646.000 3.5 16 147.000 3.6 16.499.000 34
Table 1b
Labor Force Participation Rates Among
Persons 16-24 Years of Age. March. 1989
MALE FEMALE
With Disabilities Without Disabilities' With Disabilities Without Disabilities
30.2 81¢ 27.8 415
Table 1c
Unemployment Rates Among
Persons 16-24 Years of Age. March. 1989
MALE FEMALE
With Disabilities Without Disabilities With Disabilities ' Without Disabilities
17.2 6.2 185 3.9
Table 1d
Percent of Persons 16-24 Years of Age
Working Year Round Fuli-Time in 1988
MALE FEMALE
With Disabilities Without Disabilities With Disabilities Without Disabilities
6° 275 T 20.5
Table 1e

Mean Earnings in 1988 of Persons 16-24 Years of Age
ALL WORKERS YEAR ROUND FULL-TIME

MALES
With Disabilities Without Disabilities | With Disabilities : Without Disabilities
$4.897 S8 716 $14.770 $16.058

FEMALES

With Disabilities Without Disabilities’ With Disabilities Without Disabilities

$4.13C $6 763 $12.562 $14.098

Source: John M McNeil Bureau of Census. 1988 (unpubhshed data) produced
with the assisiance of Bob Bennefield




TABLE 2:

Table 2
Data 1rom the U.S. Department of Educatton Employment Characteristics of Youth With Disabilities
find many similartties between current and <10 hrs 10-20 hrs  21-34 hrs .35 hrs Number of
former special education students m terms ol cer week Der weex perweek  perv.eek Respongent
the number of hours they are empioyed. All Disabled Youth
With Disabilities
In Schoo! 230 277 243 250 1055
Out Less Than 1 Year ‘G 6 161 211 322 496
Out More Than 1 Year 60 83 20.4 65 3 533
Learning Disabled
In School 210 276 249 26 6 218
Out Less Than 1 year 98 134 178 580 107
Out More Than 1 Year 38 $6 216 69 0 158
Emotionally Disabled
In School 260 248 30.9 185 121
Out Less Than 1 Year 121 142 27 4 163 76
Out More Than 1 Year 86 191 154 359 56
Mentally Retarded
In School 309 308 137 246
Out Less Than 1 Year 120 218 271 290 65
Out More Than 1 Year 20 91 160 529 65
Speech Impaired
In School 257 297 25.4 191 80
Out Less Than 1 Year 186 302 220 292 49
Out More Than 1 Year K 176 210 50 6 14
Visually Impaired
In School 233 240 185 342 96
Qut Less Than 1 Year 85 142 133 639 32
Out More Than 1 Year 118 233 128 522 36
Deat Blind ‘ . : . 10

Source: Appendix C OSEP Longitudinal Study Survev Methodoicgy. SRI International. 1288.

‘Numbers are too smarl tor statistical validity.

FABLE 3:
) Table 3

Rates of bemng employed vary w 'd_c.l;\_,h-\ . Employment Characteristics Of Youth With

disability category. For example. 377 of Disabilities Out Of Secondary School More Than 1 Year

vouth with learning disabilitics were

employed. compared to 314 of south with Percent Working For Pay

mental retardation and 147 ot youth with Average

orthopedic imparments. Disability Category Part-Time  Full-Time Hourly Wage Sampie Size
All conditions 172 292 $4 35 1326
{.earning disabled 193 37.9 463 249
Emotionally disturbeg 215 185 394 136
Mentally retarded 116 198 368 174
Speech tmpatired 212 288 409 86
Visuallv impaired 143 100 312 112
Deaf 147 236 408 156
Hara of hearing 226 229 408 100
Orthopedically impaired 126 13 330 114
Other health impairea 149 139 254 65
‘Aultiply handicappea 44 13 339 104
Deaf bling 95 00 - 30

Using a 2-tailed test with 95°; confidence. the confidence intervai tor all congitions s -1 . For
disability categories. the confidence intervals range from = 17¢ o =57

Source: OSEP The Transition Expenences of Youth With Disabuiies A Report trom the National

. Longitudinal Transition Study. March 1989 Mary Waarer Ph T SRl International
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TABLES J4ua and 4b:

The Job Training Partnership Act dTPA
which is administered by the Department of
Labor. was enucted in 1983 1o provide job
training and employment seekmg kil ta
cconomically disadvantaged individuals who
need training or other lubor market services to
obtain employ ment. Since implementation, the
Title TEA program provides training to adults
and youth with disabilities. Job training services
include job search assistance. remedial educa-
tion. and training for specilic occupations.
Services are provided in each state by local
Service Delivery Areas (SDAs). designed by
state governors. Nationwide. there are over 600
SDA-.

JTPA is a highly decentralized program.
Generally. individuals are efigible for JTPA if
they are economically disadvantaged

a group
that 1~ defined primarily by houschold income
but which also includes weltare and food stamp
recipients and persons with handicaps. In
addition. the act allows SDAS to enroll a small
percentage of individuals who are not economi-
cally disadvantaged.

JTPA is a performance-oriented program. The
basic measures of performance are increases in
emplovment and earnings and decreases in
weltare dependency among participants. The act
requires the Secretary of Labor to etablish
national performance standards and provides for
rewards to SDAS that exceed these standards
and for sanciions to those which tail to meet
them for two vears.
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Table 4a

Distribution of JTPA Terminees
with Disabilities by Selected Characteristics

Program Year 198€
- . 1983 - June 198%

SELECTED CHARACTERISTICS & ometn An Oine-
PROGRAM OUTCOMES T :zoiihes Youlr
Total Trainees 22107 25370,
Sex i
Male g2° 47
Female 38 S
Minonty Status _
White (excluding Hispanic; 73 4]
Btack (excluding Hispanic, 12 o
Hispanic - 1z
Other 3 :
Age at Enroliment
Younger than 19 78 3%
19-21 22 A
Economucally Disaavantaged a- Qs
Recewing AFDC 5 2z
Recewing Public Assistance (including AFDC) 14 4
Eaucation Status _—
Student dropout 15 oo )
Student {high schooi or less: -C 2z
High school graguate (or more: 15 3~

Note: Percentage distributions may not ada precisely 10 100 c.2 ¢ rounding

Source: Unpublisned data from the U S Department of Lab<- zrepated vith tne assistance
of Greg Knorr

Table 4b

Distribution of JTPA Terminees
with Disabilities by Program Outcomes

Srogram Year 1968
-, 1888 - June 1989,

SELECTED CHARACTERISTIICS & YIunwak Ail Otrie-
PROGRAM OUTCOMES C zadbiliies Youtr
Total Trainees 22107 255 70C
Program Activitt
Classroom traning - Tt TEETTT T
On-the~jch training o 2 1~
Job search assistance 13 10
Work expenence 2 13
I Otner services 3€ 2¢
Meaian Length of Stav «in days: 24 112
Average Entered Emplovment Rate -
Overall 54 5¢
Classroom training 5C 50
On-the-job training 78 8¢
Job search assistance T2 TE
Work expernience 33 w7
Other services 4€ 5¢
Youth Positive Termiation Ra“» &% ) Tl
Average Hourly Wage at Termination T
Overall - wor 0 Tsasr
Classroom training 347 54 8°
On-the-|ob training 41C Sa 7e
Job search assistance 3140 5SS Iced
Work expenenée:——_" S 404
Other services whe T T s T
Note: Percentage distrinutions may not adc precisely to 100 Z_2 12 -ounding
Source: Unpublisned data fromtne U S Dept of Labor witr . ass stance of Grea wroe
38
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Appendix 6

. RESOURCES

This is not meant to be an exhaustive list of resources but rather to provide
some of the major organizations as a starting point.

National Rehabilitation Information Center
(NARIO)

S$455 Colesville Road

Suite W35

Silver Spring, MD 20910-3319
1-800-34-NARIC or 301 /388-9284

{both are Voice/TDD)

Contact: Information Specialist

NARIC has compiled two unique databases,
ABLEDATA and REHABDATA, which provide
extensive information on disability-related
products and research as well as other related
TesOUICes.

National Informaticn Center for Children and
Youth with Disabilities

U.S. Department of Education

7926 Jones Branch Drive

Suite 1100

VMcelean, VA 22101

1-800-999-5399 or 703/893-8614

The National Information Center for Children
and Youth with Disabilities (NICHCY) provides
free information to assist parents, educators,
advocates, and others in helping children and
vouth with disabilities become participating
members of the community. NICHCY provides
personal responses to specific questions,
reterrals to other organizations/sources of help,
prepared information packets, publications on
current 1ssues, and technical assistance to
parents and protessional groups.

41

Center for Adolescent Mental Health and
Health Promotion (CAMH)

Columbia University

School of Social Work

622 West 113th Street

New York, NY 10023

Contact: Trellano Constantino

212 72%0-3035

CAMH is a national information dissemination
service. Thev publish Adolescent Mental Health
Abstracts on a quarterly basis. Thev also abstract
articles dealing with developmental disabilities,
learning disabilitics, and mental health
problems.

Clearinghouse on Disability Information
Department of Education

Switzer Building, Room 3132

330 "C” Street, S.W.

Washington, DC 20202

Contact: Donald Barrett

202/732-1245

This clearinghouse responds to inquiries on a
wide range of topics. Information is especially
strong in the areas of federal funding for
programs serving individuals with disabilities.
Thev publish a newsletter which focuses on
federal activities and new activities.

HEATH Resource Center

National Clearinghouse on Post-Secondary
Education for Individuals with Handicaps
One Dupont Circle, Suite 800

Washington, DC 20036

202/939-9320 (Voices TDD)

1-800-544-3284
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HEATH is a clearinghouse and information
exchange center tor resources on postsecondary
education programs for persons with
disabilities.

National Center for Youth with Disabilities
Box 721 UMHC

University of Minnesota

Harvard Street at East River Road
Minneapolis, M\ 33433

1-800-333-6293, 612-626-2825,

or 612-624-3939 (TDD)

Contact: Information Specialist

The National Center for Youth with Disabilities
(NCYD) is an information and resource center
focusing on adolescents with chronic illness and
disabilities and the issues that surround their
transition to adult life. NCYD maintains a
computerized database of information fron
national and international sources to assist
researchers, planners, service providers, parents,
and vouth. The database contains bibliographic
literature, information on innovative programs
from the public and private sectors, training
materials, and a technical assistance network.
Among the Center’s publications are a
newsletter highlighting critical issues and a
series of topical annotated bibliographies.

NCYD bibliographies include:

B Transition from Pediatric to Adult Health
Care for Youth with Disabilities and
Chronic Illnesses

M Adolescents with Chronic Hinesses—Issues
for School Personnel

W Promoting Decision-Making Skills by
Youth with Disabilities—Health,
Education, and Vocational Choices

M An Introduction to Youth witlh Disabilities
(In English or Spanish)

W Substance Use by Youth with Disabilities
and Chronic Ilinesses

W An ! troductory Guide for Youth and
Parents (In English or Spanish)

W Issues in Sexuality for Adolescents with
Chronic Hlnesses and Disabilitios

W Vulnerability and Resiliency: Focus on
Children, Youth, and Families

W Youth with Disabilities and Chronic
Hinesses: International Issues

W Race and Ethnicity: Issues for Adolescents
with Chronic Hinesses and Disabilitics

W Recreation and Leisure: Issues for
Adolescents with Chronic Hlnesses and
Disabilities

W Sports and Athletics: Issues for Adolescents
with Chronic llnesses and Disabilities

M Issuwes in Nutrition for Adolescents with
Chronic Hlnesses and Disabilities

Programs that focus on transition:

Chicago Children’s Diabetes Center
Frank K. Thorp, MD

Herold Kevan, MD

The University of Chicago

LaRabida Children’s Huspital.

East 65th St. at Lake Michigan
Chicago. [L oledu

312 363-1975

The Chicago Children's Diabete ~ Center
provides comprehensive medical services tor
vouth with diabetes trom infanev to voung
adulthood. Emphasis is placed on goals of
individualized seli-management of each child’s
diabetes with diabetes education based on the
voung person’s developmental level and stage
ot cognttive development. Educational services
are availabie ror low hteracy tamilies and social
service intervention i« provided for
dvsfunctional families. During cach routine
clinic visit. difterent topics are covered at an
c-appropriate level. Screening for long-term
complications of diabetes is accomplished
through physical examination and laboratory
studies: carly aggressive intervention is
inst tuted if abnormalities are found. A
transitional care program is available for
adolescents with diabetes for uninterrupted
medical care and support as thev go on to the
adult diabetes clinics.




O

ERIC

Aruitoxt provided by Eic:

Young People with Physical Disabilities
Program (YPPD)

Deborah O'Nveil

Fabienne Kirk

The Door—A Center of Alternatives
121-6th Avenue

New York, NY 10013

212/941-9090

The Door’s “Young People with Physical
Disabilities I’rogram™ is a model project in
which inner-citv adolescents between ages 12 to
21 with various phvsical and sensory disabilities
are integrated into the Door’s mental health,
health, educational, vocational, artistic, and
social services programs and workshops. In the
YPPD, vouth mainstream alongside their non-
disabled peers accessing the total
comprehensive service center. A special project
tocuses on transition and independent living
skiils, including O.T.. transportation training,
and goai-setting s decision-making.

The Bridge Program—
Adolescent to Adult
Daniel Schidlow, MD
Stanlev Fiel, MD
Temple University
School of Medicine
Broad & Ontario Streets,
Philadelphia, PA 19146

215/221-3332

The Bridge Program was developed to study the
issue of transition in the health care delivery
svstem. The goal was to develop an appropriate
adult health care delivery model and «tudy this
process and the process of transitioning patients
from a pediatric hospital to an adult hospital in
separate focations. The objectives of the project
were to examine the followng four issues:

1) The cffect of transition on patients and their
tamilies; 2) Determining services needed in the
adult care setting in order to provid
appropriate care; 3) Deternuning whether
interinstitutional issues can be overcome to
develop such a program; and 4 studving the
tinancial impact on patients and institutions. A
manual for protessionals on transition planning
i available.

Rheumatology Transition Program
Patty Rettig, RN, MSN

Children’s Seashore House
Children’s Hospital of Philadelphia,
34th St. & Civic Center Blvd.
Philadelphia, PA 19104
215/895-3845

This is a structured, multidisciplinary transition
program from pediatric to adult health care for
vouth with rheumatic diseases. Scope of
program includes pre-transition assessments
and interventions, including counseling and
referral regarding education, career, sexuality,
and other future-planning issues. Follow-up
care is transferred to an internist-rheumatologist
and is done by members of pediatric team. The
program serves approximately 100 vouth ages
17-20. Adolescents attend the “transition clinic”
tor several visits prior to transfer of care. The
adult rheumatologist comes to the pediatric
rheumatology clinic once a month for the
transition clinic.

Transitional Adolescent Diabetes Program
Donald Orr, MD

Grayv Deborah, RN

Rilev Hospital

Department of Pediatrics

A-3837, 702 Barnhill Road

Indianapolis, IN 46202

317/274-8812

This is an interdisciplinary demonstration
project to deliver and model developmentally
appropriate diabetes-related care for voung
adults and their families. The clinic serves as a
training site for residents in pediatrics and
internal medicine and for clinical research on
transition issues. It focuses specific attention on
vocation /education/career transition into the
adult health care system and includes an
interdisciplinary diabetes team providing care in
a large college health service.

Speak Up For Health
Ceci Shapland

PACER Center

4826 Chicago Ave. So.
Minneapolis, MN 53417
612/827-2906

1|
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This is a 3-vear pilot program designed to help
adolescents become advocates in the health care
svstem. It also assists parents in guiding their
~ons and daughters to become as independent
as possible in meeting their own health care
needs. Speak Up For Health prepares
adalescents tor transition to adult health care
services. Services include individual assistance,
workshops, and written materials. Future
training materials include a manual for parents
(March, 1992), a manual tor adolescents
{lanuary, 1993), and a video.

Transition of Adolescents and Young
Adults to the Next Steps

Mary Ann Kimball, ACSW

Clinical Center tor the Study

of Development and Learning,

CB #7255, BDRC

L niversitv of North Carolma at Chapel Hill
Chapel Hill, NC 27399-7255,

919 "Yen6-3171

The adaptations required as voung persons with
developmental disabilities begin to move into
adulthood present new challenges and
opportunities tor both them and their families.
This transition period requires carerul direction
and planning to assure optimal achievement
and fulfillment of important lite experiences.
The program can provide help to adolescents
and voung adults, as well as their tamihies.
emplovers, and service agencies, as thev make
decisions and develop transition plans. TRANS
serves people with mental retardation, cerebral
palsv, autism. and a variety of developmental
disabilities requiring lite-long care

44

Adolescent-Adult Transition Program
James Farrow, MD

University of Washington
CDMRC-WJH

Seattle, WA U895

20676831273 or 206 683-1338

A model program developed to assist voung,
adults with speciai health care needs tages 1e-
23) to make the transition from pediatric to adult
health care setting~ and to determine the issues
mvolved in health care transition. Fittv-mive
voung adults were enrolled and successfuliy
referred to adult health care svstems. The tinal
phase ot the project involved a conterence and
publication of a monograph. The project has
ended, but staft members are willing to consult
with interested health care providers.

Transitional Cardiology Program
Roger A Hurwitz, MDD,

Pediatric Cardiology

Riley Hospital

~02 Barnhill Road

Indiana University Medica: Center
Indianapolis, IN 46202-53225%
3177274-8900

The Transitional Cardiology Program provides
continuity care within the University framework
tor voung patients with chronic cardiac
condition~ and tacilitates the transition from
pediatric to adult care. Created through the joint
ettorts of the cardiology divisions of the
Department of Pediatrics and Medicine, the
chnie provides multidisciphnary care. The chinic
tacilitates the transter to an adult medicine
environment. assures that the voung person gets
evpert care inall areas« . ardiology, and aceess
to other areas of medicime. Educational
evperiences are built into the program for
patients and medical personnel.
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